The aim of this study was to test whether the effect of the pile-up of demands associated with a disability on quality of One of the core notions in the systemic approach is that families form an interactive and interdependent system where what happens to one family member will also affect all the other members of the system (Goldenberg & Goldenberg, 2003; Turnbull & Turnbull, 2001) . The disability of a child is such an event that will affect the whole family. Compared to families with typically developing children, a child with a disability poses specific challenges. A multitude of adverse effects of a disability on the family have been found, including higher levels of stress, lower well-being, more negative feelings on parenting, less marital satisfaction, a financial and a caretaker burden (Baker, Blacher, & Olsson, 2005; Blacher & McIntyre, 2006; Hatton & Emerson, 2003; Hunfeld et al., 2001; Maes, Broekman, Dosen, & Nauts, 2003; McIntyre, Blacher, & Baker, 2002; Wilkinson et al., 2001 ).
Quality of Life 3

Quality of Life in Adolescents with a Disability and their
Parents: The Mediating Role of Social Support and Resilience
One of the core notions in the systemic approach is that families form an interactive and interdependent system where what happens to one family member will also affect all the other members of the system (Goldenberg & Goldenberg, 2003; Turnbull & Turnbull, 2001) . The disability of a child is such an event that will affect the whole family. Compared to families with typically developing children, a child with a disability poses specific challenges. A multitude of adverse effects of a disability on the family have been found, including higher levels of stress, lower well-being, more negative feelings on parenting, less marital satisfaction, a financial and a caretaker burden (Baker, Blacher, & Olsson, 2005; Blacher & McIntyre, 2006; Hatton & Emerson, 2003; Hunfeld et al., 2001; Maes, Broekman, Dosen, & Nauts, 2003; McIntyre, Blacher, & Baker, 2002; Wilkinson et al., 2001 ).
However, research in families with a child with a disability is inconclusive regarding the impact of the disability on the family. Other studies in families of children with a disability recognize the positive effects these children can have on their family members, including better parent-child interactions, more family cohesion and a stronger life purpose Quality of Life 4 (Flaherty & Glidden, 2000; Glidden, Bamberger, Turek, & Hill, 2010; Green, 2007; Hastings & Taunt, 2002; Kearney & Griffin, 2001; Taanila, Jarvelin, & Kokkonen, 1999) . Thus some families seem to do well despite the extra stressor of the disability of their child, while others struggle and succumb.
There is a large body of literature suggesting several individual and family characteristics that are positively related to the family's adaptation to a child with a disability. Social support, resilience, good family cohesion, effective coping skills and positive cognitive appraisals might all influence the potential negative impact of the disability on the family (Lavee, Hamilton, & Patterson, 1985; Saloviita, Itälinna, & Leinonen, 2003; Taanila et al., 1999; Tak & McCubbin, 2002) .
It has become apparent that individual and family outcomes due to the impact of a pile-up of demands associated with living with a disability are the result of multiple factors interacting with each other. Therefore a multivariate model incorporating both psychological and social variables that could intervene between the stressor and the outcome is needed. The double ABCX model of McCubbin and Patterson (1983) is one of the most influential theoretical frameworks in this field. The model provides a theoretical basis for examining the effect of a stressor and pile-up of demands (factor aA) on the family adaptation (factor XX) through the Quality of Life 5 mediation of the existing and expanding family recourses (factor bB), the meaning the family assigns to their situation (factor cC), and the coping strategies employed by the family (factor BC) (Jacques, 2006; McCubbin & Patterson, 1983) , whereby mediation should be understood as the process through which a predictor affects a dependent variable indirectly through at least one intervening variable or mediator (Preacher & Hayes, 2008) . The double ABCX model formed the theoretical base for the present study, although we did not aim to provide a true model test.
To date, several studies have suggested that resilience and social support positively mediate the effect of a disability on personal and family adaptation (Bromley, Hare, Davison, & Emerson, 2004; Heiman, 2002; Holland & Holahan, 2003; Norizan & Shamsuddin, 2010; Pakenham, Samios, & Sofronoff, 2005; Rolland & Walsh, 2006; Tak & McCubbin, 2002; Weiss, 2002) . Resilience has long since been seen as an important factor protecting against life's perils, giving individuals the strength to overcome stressors (Rutter, 1987; Walsh, 2003) . Recent conceptual analysis has defined resilience as the process of effectively adapting to significant sources of stress through the use of individual or environmental resources that facilitate the capacity of "bouncing back" in the face of adversity (Windle, 2011, p. 163) . Congruent with Windle (2011) , resilience is seen as a Quality of Life 6 adaptation process and not as an adaptation outcome. Therefore in our model it appears at the same level as the other process variable, namely social support. Social support has been shown to be one of the most important family resources (McCubbin & Patterson, 1983) . The literature on social support emphasizes the distinction between the quantity of social support (= amount of actual received support) and the quality of social support (= satisfaction with actual received support) (Haber, Cohen, Lucas, & Baltes, 2007; Renty & Roeyers, 2007) . Although both are deemed important, quality of social support is generally considered the stronger predictor of personal wellbeing (Haber et al., 2007; Kessler & McLeod, 1985) .
The adaptation of families with a child with a disability has been thoroughly studied. Yet the present paper attempts to complement the existing literature on two accounts. First, most of the research has been executed from a mother's perspective (Seligman & Darling, 2007) , since mothers generally are the primary caregivers. Still this practice ignores the fact that family members are mutually interdependent and that a stressor or crisis will have an impact on all family members. Therefore the present study focuses on the adaptation of both parents and children with a disability and on possible differences in the adaptation of these family members. Second, in most disability outcome Quality of Life 7 studies the outcome has been operationalized in terms of adaptation of the family members, with adaptation ranging on a continuum from negative "maladaptation" to balanced "bonadaptation". Adaptation has been predominantly measured through the stress and psychosomatic symptoms those mothers experience (Saloviita et al., 2003) . However, the well-being of family members is more than the absence of negative aspects such as stress. The quality of life concept gives a more comprehensive measure of the family members' well-being (Jozefiak, Larsson, Wichstrøm, & Mattejat, 2010; Turnbull, Poston, Minnes, & Summers, 2007) . Therefore we chose to use quality of life as the outcome measure in this study. In international literature, consensus prevails that quality of life is a universal, multidimensional concept containing both an objective and a subjective component (Cummins, 1997; Schalock et al., 2002; Schalock & Felce, 2004 In sum, the purpose of this study is to test whether the effect of the pile-up of demands associated with a disability on quality of life is mediated by resilience, quantity and quality of social support for adolescents with a disability and their parents. Based on previous research we expect the quality of life of adolescents with a disability and their parents to be lower than the population average, especially on the objective dimension (Cummins, 2005; Sands & Kozleski, 1994) . Additionally, we expect to find a negative relation between the pile-up of demands associated with a disability and quality of life and we hypothesize that this relationship will be mediated by resilience and social support, especially quality of social support.
Method Procedure
The families of adolescents with a disability participating in this study were participants in a larger research project of The majority of the participants are from intact families (78.8% of the parents and 83.6 % of the adolescents with a disability). The types and severity of the disability of the Quality of Life 10 adolescents were singular physical disabilities (47.2%), singular intellectual disabilities (6.7%), multiple physical disabilities (13.5%) or multiple intellectual disabilities (32.6%). The parents in our sample had a son/daughter with a singular physical disability (44.6%), a singular intellectual disability (9.2%), a multiple physical disability (11.5%) or a multiple intellectual disability (34.6%). Physical disabilities are somewhat overrepresented in our sample, most likely due to the fact that we also asked the adolescents with a disability to participate.
Measures
Pile-up of demands
Two concepts were used to assess the pile-up of demands associated with a disability: (1) the adaptive skills of the adolescent with the disability; and (2) the impact of the disability on the caregiver and family.
The adaptive skills of the adolescent with a disability were measured using a 15-item scale based on the frequently used and psychometrically sound Supports Intensity Scale (SIS, Thompson et al., 2004) . Ten of the SIS items referencing the
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Activities of Daily Living (ADL) most frequently studied in several other existing ADL-scales (e.g., washing, dressing, using the bathroom, eating, etc.) were maintained, the remaining 39 items were recapitalized in five items in order to minimize the workload (e.g., the items of the life-long learning subscale were recapitalized under in the item school and learning). (2006), we establish a CRA total score for the parents, reflecting the total caregiver situation. In order to calculate the total CRA score the 24 items were summed after inversely recoding the positive impact subscale, so that a high score would indicate a negative impact of caring for a child with a disability the same as with the other subscales. This CRA total score could be interpreted as a dimensional scale of the caregiver situation where higher scores reflect the experience of a higher burden. In the present sample Cronbach's alpha for the total scale was .81. The quality of social support was measured using one item of the Belgian Health Interview Survey (Demarest et al., 2001) addressing satisfaction with received social support. The quality of people's social support was rated on a four-point Likert scale (ranging from really satisfying to really unsatisfying).
Resilience Quality of Life 14
Resilience of both parents and adolescents with a disability was measured using a questionnaire constructed for a campaign 
Method of analysis
All analyses were performed using the statistical package Mplus (Muthén & Muthén, 1998 . Preliminary to the analyses, missing data were imputed through multiple imputation by the R-package "mi" (Gelman, Hill, Su, Masanao, & Pittau, 2011) . This resulted in 10 imputed 3 data sets.
Correlations were performed to examine the bivariate relationship between the pile-up of demands (impact of the disability and adaptive skills of the adolescent) and the well-being of the respondents (objective and subjective QoL).
To test the mediation model, structural equation modeling was used. Structural equation modeling allows us to decompose the total effect of one variable onto another into a direct and Quality of Life 16 one -or more -indirect effects (Preacher & Hayes, 2008 
Results
Means and standard deviations are provided for each measure in Table 1 . Participants' scores for subjective and objective
QoL were compared with the "gold-standard" population averages in Western societies (Cummins, 1997; 1998) . The mean score for Quality of Life 17 the subjective QoL of the parents was within the normal range between 70 and 80. The mean subjective QoL of the adolescents with a disability fell below the "gold-standard". However, the variance of the subjective QoL scores was rather large for parents as well as for adolescents with a disability. When individual scores were compared to the "gold-standard", 37.12%
of the parents and 42.61% of the adolescents with a disability fell below the normal range and therefore showed low subjective QoL. The mean scores for objective QoL of the parents and the adolescents were significantly lower than the mean (71.8) found in a norm group of adults from all major geographic regions (Cummins, 1997; 1998) .
INSERT TABLE 1 ABOUT HERE
Preliminary analyses were conducted to determine whether the independent and dependent variables varied as a function of demographic information. Gender and age of the adolescents and gender of the parents were significantly associated with the (in)dependent variables. However, none of them was found to confound the results significantly; considering the small sample size we chose not to include these variables in the tested model.
Intercorrelations among the variables in the model
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Bivariate associations between the pile-up of demands and the objective and subjective QoL were explored using Pearson's correlations (Table 2) 
INSERT TABLE 2 ABOUT HERE
Model tests Parents
The goodness of fit indices suggested that the tested model 
Adolescents
In both models (Figure 3 and 4) tested for the adolescents we had to relax one of our constraints to improve the model's fit. We chose to free the path from the adolescents' adaptive skills on both dimensions of QoL. This left us with no degrees of freedom, resulting in two fully saturated models. Congruent with previous studies (Han, 2003; Olsson & Hwang, 2008; Patrick, Kinne, Engelberg, & Pearlman, 2000) , the perceived impact of the disability of the adolescent was Quality of Life 23 inversely related with objective and subjective parental QoL.
Less adaptive skills were significantly related with lower QoL for the adolescent on the objective dimension. However, somewhat unexpectedly the adaptive skills of their son/daughter were not significantly related to parental QoL.
Considering the strong correlation between the adaptive skills of the son/daughter and the perceived impact of the disability, it might be that the proposed relationship is confounded by the perceived impact of the disability. This is in line with the finding that the effect of the pile-up of demands on adaptation is stronger than that of the initial stressor (Lavee et al., 1985; Renty & Roeyers, 2007) .
Our results confirmed for the most part the mediating role of resilience and social support found in previous studies (Alriksson-Schmidt, Wallander, & Biasini, 2007; Bromley et al., 2004; Heiman, 2002; Holland & Holahan, 2003; Norizan & Shamsuddin, 2010; Pakenham et al., 2005; Rolland & Walsh, 2006; Tak & McCubbin, 2002; Weiss, 2002) Although quality of social support is generally considered the stronger predictor of personal wellbeing (Haber et al., 2007; Kessler & McLeod, 1985) , we find no mediating and few direct effects of the quality of social support on the two dimensions of QoL. This could, however, be a methodological artifact as quality of social support was only measured through a single item, potentially revealing less differential effect than other constructs.
In sum, our results generally confirmed the well-studied mediating role of resilience and social support and complement the literature in at least two ways. First, we studied parents as well as adolescents with a disability themselves and found differences between them in both the kind of mediators and the amount of mediation. Second, as wellbeing is more than the absence of negative aspects such as stress, we used QoL as the outcome measure, operationalized through both a subjective and an objective measure. Subjective QoL alone has been shown to be insufficient to report the quality of specific living conditions (Hatton & Ager, 2002; Schalock & Felce, 2004) . Our results for the parents subscribed to this reasoning, since they showed a rather precarious objective QoL Quality of Life 25 whilst on average showing normal levels of subjective QoL.
Cummins ( and; communication/problem-solving (Walsh, 2003) . Second, practitioners and services should take measures to expand the social networks of adolescents with a disability and their families. This seems especially important since persons with a disability and their family members are known to have smaller social networks and are at risk for social isolation (Forrester-Jones et al., 2006; Hodapp, 2002; Robertson et al., 2001 ).
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